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President’s Update

Laura Greene

I would like to thank all the committee members for their work over the last year; it has been a fruitful 
twelve months. I would particularly like to thank Lynne Cousins who is retiring from the position of ACT 
Representative after a number of years. 

The ASAA committee has focused heavily over the last year on developing a Strategic Plan to guide our 
actions and to produce a comprehensive program for the 2018 National Conference.

Our five-year Strategic Plan (2018-2023) lists our priority initiatives against each of our mission values of 
support, inform, educate, network, foster research and advocate for families affected by Angelman 
syndrome. It is available on our ASAA website. This plan was sent to our members in 2018 and feedback has 
been incorporated into the document. A number of initiatives have already been undertaken including a 
Victorian Angelman Syndrome clinic survey, creation of an NDIS Guide for AS families, ASAA collaborating 
with other disability groups such as Rare Voices Australia and Genetic Services Network Victoria, and 
education of some NDIS Local Area Co-coordinators about Angelman syndrome and AS individuals function 
and capacity.

The Angelman syndrome community has been undergoing a huge change to its funding supports over the 
last few years with the advent of the NDIS. Some AS families have been receiving NDIS support for five years 
whilst others are yet to access and understand the scheme. The ASAA has set goals to support the Angelman 
community in regards to the NDIS using three avenues; an “NDIS and AS Families” Facebook closed support 
group was established a year ago to facilitate discussion and advice, education of NDIS planners regarding 
the function and capacity of individuals with Angelman syndrome, and publication of a written guide called 
“NDIS for AS Families- Your Plan”. This guide is now available on our ASAA website.

We have continued to grow our ASAA Facebook page following from 370 to 560 in the last 12 months. This 
is a significant avenue to reach our existing members and their extended family, AS families in the 
community lacking support, and professionals.

The culmination of a whole years planning resulted in a fantastic National Conference in October 2018 in 
Adelaide, and I would like to give special thanks to Peta Perrie, Kevin Kennedy and the organising 
committee. This conference saw presentations and workshops aimed at AS families over two full days with 
more than 120 delegates from around Australia, New Zealand and Malaysia. I would also like to thank the 
fundraising efforts of the Angelman Syndrome Association of South Australia and ASAA State Reps who 
hosted chocolate drives and movie nights to raise funds.

International Angelman Day on February 15th 2019 saw our community come together at various state-
based events and social gatherings across Australia to celebrate the day and raise awareness of Angelman 
syndrome. Thanks to all state representatives for their efforts towards these events.

Laura Greene
President 
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On 5 and 6 October 2018 more than 130 delegates gathered from across 
Australia, New Zealand and Malaysia at the Stamford Plaza in Adelaide to 
hear from world leading experts about different aspects of Angelman 
syndrome (AS), management strategies, and current research. 

We were fortunate to have Professor Bernard Dan return as our Keynote 
Speaker to cement our understanding of the underlying characteristics of 
the syndrome and how best to support our family members with AS. 

Professor Dan is Editor in Chief of Developmental Medicine and Child 
Neurology and he presented the ASAA with a copy from the archives of 
the original 1965 article in which Dr Harry Angelman first described three 
cases of similarly presenting children which later became known as 
Angelman syndrome.

ASAA Conference 2018 - Adelaide

‘From Strength to Strength’

Laura Greene and Peta Perrie

Professor Chris Oliver presented via video link from the UK about the different challenging 

behaviours that children and adults with AS exhibit, and provided some excellent evidence-based 

management strategies for our families to try at home. 

Jaquie Mills from Disability Services WA and mum to an adult son with AS further reinforced our 
understanding of challenging behaviours and the barriers they create, and she discussed the importance of 
Positive Behaviour Support, and provided links to helpful resources.  

Associate Professor Honey Heussler addressed the area of sleep disturbances and how we can modify these 
issues using behavioural strategies.

Other topics covered by invited speakers included how to be a good communication partner, how to support 
siblings of those with a disability, the NDIS, the importance of the Global Angelman Registry, transitioning 
from paediatric to adult services, the Conductive Education approach, and supporting your Angel when 
presenting to hospital.

Families had the opportunity to learn from the lived experiences of others during a plethora of family 
presentations including ageing, volunteering in the community, self-care, communication, using integrated 
technology in the home, and alternative health.

The conference culminated in a family fun day hosted at Errington Special Education Centre where families 
were able to meet others whilst trying out circus tricks with Lolly Jar Circus, jumping on the bouncy castle 
and a barbeque lunch. On this day families were able to socialize in a more relaxed way, it was lovely to see 
our children enjoying themselves. 

Thank you to all of our volunteers that contributed and helped throughout the planning and at the event, we 
really appreciate it. The association had some great feedback from attendees that the conference was a 
great success and very informative.

It was a wonderful few days of education and social 
events, and a great opportunity to learn from fellow 
Angelman syndrome families, seeing friends old and new. 

We hope our families have returned home better 
informed, supported, and with strategies that they can 
action to improve their family member’s lives. 

We hope that our AS families and the community continue 
to go “from strength to strength” over the years.
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ASAA Strategic Plan 2018 - 2023

Like and follow us on Facebook  - help get us to 500 Likes 
https://www.facebook.com/angelmanaustralia/

Fiona Lawton

These are exciting times in the Angelman syndrome community, with NDIS coming online for nearly all 
families now, therapeutic trials on the horizon and an increased focus on the needs of rare diseases at the 
federal government level. We know that to support our family members with Angelman syndrome, now and 
into the future, we need a strong voice as an AS community, and a clear vision for where we are going and 
how we are going to get there. 

The ASAA Strategic Plan 2018 -2023 is our road map for the next five years, and will help us stay focussed on 
what we need to do to support our community.  It also helps us demonstrate our value and commitment to 
the community, when we are advocating and lobbying on behalf of our AS loved ones.

Your membership fees and fundraising dollars go directly to supporting these activities. Where we can apply 
for grants to supplement our funds, we do so. We are very excited when we are successful.

We encourage you to take the time to look at the initiatives in the plan, and if you would like to contribute 
in any way, we encourage you to get in touch with the ASAA Committee. 
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Update on the ASAA Committee

Fiona Lawton

Vacancies – Victoria and ACT Representatives 
Are you interested in making a valuable contribution to our Angelman syndrome community?
Commitments include supporting newly diagnosed families, participation in a bi-monthly online meeting, and 
contributing to the strategic plan and direction of ASAA.
These are exciting times to chart the direction of ASAA for the future.

Contact Fiona Lawton (National  Secretary) regarding the roles and responsibilities of a State Representative. –
Fiona.Lawton@angelmansyndrome.org

The ASAA Annual General Meeting was held in October 2018, as part of the ASAA National Conference.
As a result there were a few changes to the ASAA Committee:

President – Laura Greene
Vice President – Anne Funke
National Secretary – Fiona Lawton
National Treasurer – Kevin Kennedy

State Representatives:
• ACT – Vacant
• New South Wales – Sue Hones
• Queensland – Lysandra Callahan
• South Australia – Peta Perrie
• Tasmania – Chloe Simmons
• Victoria - Vacant
• Western Australia – Leticia Grant

General Committee:
• Kellie Wild, WA
• Kane Blackman, WA

Sincere thanks to all the committee members for their tireless contribution. A big thank you to Lynne
Cousins (ACT) for her years of guidance, contribution and commitment to our community and to the ASAA.
We wish Lynne all the very best.

Contact details can be found on the Contact Us page on our ASAA website www.angelmansyndrome.org

Are you a current ASAA Member?

Are your contact details up-to-date?

It’s time to act now! Only $30 per family per annum.

Your membership with ASAA helps support the broader Angelman syndrome community Visit our homepage -
http://www.angelmansyndrome.org/

$30

mailto:Fiona.Lawton@angelmansyndrome.org
http://www.angelmansyndrome.org/
http://www.angelmansyndrome.org/
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Laura Greene and I had the pleasure of attending the 2018 Rare Disease ‘Fair for Rare’ Summit, held in 
Melbourne on 16-17 November 2018. The Summit was organised by Rare Voices Australia, which is 
Australia's peak advocacy body for Australians living with rare disease. I am pleased to hold the position 
of Deputy Chair of the Board of Rare Voices.

It is estimated that 1 in 20 people have a rare disease, which is 2 million Australians. And there are 7,000 
rare diseases of which Angelman Syndrome is one.

The Summit saw over 60 presentations from rare disease experts representing all rare disease 
stakeholders: patients, clinicians, researchers, government and the pharmaceutical industry.

The objectives of the Summit were to:
1) facilitate broader stakeholder engagement and collaboration between these stakeholders on critical 
issues in rare disease
2) strengthen the rare disease voice in Australia by greatly increasing its visibility
3) highlight examples of best practice, policy reform and improve patient outcomes.

Rare Voices has been calling for the Federal government to commit to the development and 
implementation of a National Rare Disease Framework. At the Summit, the Hon Greg Hunt MP (Federal 
Health Minister) announced the Government's commitment to deliver the National Rare Disease 
Framework, with $154,000 in grant funding provided to Rare Voices to deliver it. The Minister said: 

“To ensure the most equitable, effective, efficient and coordinated approach 
to rare disease, Australia needs a National Rare Disease Framework 
consisting of six strategic priorities: diagnosis, access to treatments, data 
collection, coordinated care, access to services and coordinated research."

The announcement ensures the best possible outcomes for current federal government investment in 
supporting rare diseases. It will help guide the most effective rare disease policy now and in the future. 
Additionally, it helps to permanently raise the profile of rare diseases, and enhances the ongoing 
development of new and innovative, patient-centred, and effective rare disease policy.

The Shadow Health Minister Catherine King also attended and committed Labor's support to the 
Framework, which effectively future-proofs its development and implementation.

Rare conditions will often struggle to gain traction and momentum with the government on policy issues 
due to low population numbers, but banded together we are part of a 2 million population.  For the 
Angelman syndrome community, the announcement is very important. By joining up with other rare 
diseases, there is a larger unified voice to advocate for policy change. 

Kane Blackman

2018 Rare Disease – ‘Fare for Rare’ Summit

ASAA Newsletter – February 2019
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A copy of the Framework is available on the website of Rare Voices. Workshops to develop the framework 
will be held in 2019 in major states around Australia, so our community will have the opportunity to 
participate in those to ensure our key initiatives can be heard and incorporated.  Feel free to contact me 
for further information or to participate in those workshops.

Other presentations at the Summit of interest included:

• Rare Diseases in the Asia Pacific Economic Cooperation

• Role of Advocacy

• Rare Disease and Government Relations

• Pharmaceutical Benefits Advisory Committee and Rare Diseases

• Navigating the PBS reimbursement process

• Access to rare disease therapies

• Medical Research Future Fund and rare disease

• National alliance of rare disease registries

• Access to the NDIS

• Supporting the Rare disease clinical workforce

• Rare disease and mental health

• what makes an effective rare disease patient organisation?

• Coordinated care workshop

• Pharma - what works in Rare Diseases.

Changes to the Pharmaceutical Benefits Scheme are also planned so there is greater focus on rare and 
very rare diseases, which will be critical to ensure affordable access to treatments and therapeutics, if and 
when they become available.

One of the companies, Biogen, involved in developing treatments for Angelman Syndrome was present 
and spoke at the Summit.

The next Summit will be held in 2020. 

Kane Blackman

2018 Rare Disease – ‘Fare for Rare’ Summit, cont.

ASAA Newsletter – February 2019
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In celebration of International Angelman Day on Feb. 15, the Angelman Syndrome Foundation (ASF) 
partnered with Angelman syndrome (AS) advocate and father Peter Patterson to honour Dr. Harry Angelman, 
the British paediatrician who first identified Angelman syndrome. 

More than 50 years after Doctor Harry Angelman’s discovery of this rare neurogenetic disorder, a plaque 
commemorating the global impact of his accomplishments was unveiled at Gosport Memorial Hospital in the 
United Kingdom. 

It was only fitting as the British consultant paediatrician who identified Angelman syndrome, retired in Lee-
on-the-Solent and died at Gosport War Memorial Hospital in August 1996.

‘In memory of Dr. Harry Angelman

(13 August 1915 – 8 August 1996) 

a consultant paediatrician who 

identified Angelman syndrome. 

He retired in Lee-on-the-Solent and died 

at Gosport War Memorial Hospital.

Peter Patterson, who lobbied for the plaque to Dr Harry Angelman, and who lost his son 

Anthony to the complications associated with Angelman Syndrome in 2003.

ASAA Newsletter – February 2019

Tribute to Dr Harry Angelman 

Fiona Lawton
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This year for International Angelman Day the Brisbane community celebrated at the home of Janet Taylor, in

north Brisbane. Pool party and BBQ fun was had by over 20 families, and it was great to see several families who have

recently joined the community. We were thrilled to be joined by John and Robynne Hannaford, parents of Alyssa, who

shared their wisdom and experience with young and old alike.

Queensland Update

Fiona Lawton

Rare Friends is a community of supporters for Far North 
Queenslanders affected by rare conditions. Once a year, on the 
last Sunday of February they walk, ride and run to support locals 
affected by rare disease and commemorate International Rare 
Disease Day.  On 24 February they hosted their 11th eleventh 
event with a 3 or 5km walk, run, wheel or ride along the 
stunning Cairns Esplanade, in the rain! Well done again to the 
Cross family for their awesome promotion and support of this 
event.

Rare Friends - FNQ
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New South Wales families met for a fun day at Sydney Tram Museum out to celebrate International Angelman 
Day. It was a wonderful opportunity to meet old friends and make new ones.  The tram rides were definitely a 
bit hit with everyone, as you can tell from the smiles on everyone’s faces.  Sydney’s Trams were an important 
part of everyday life for over 80 years until 1961. You can experience them at the museum which houses a wide 
selection of Sydney Trams, plus an interstate collection of trams from Brisbane, Melbourne, Adelaide, Ballarat, 
and Bendigo, as well as trams from overseas including San Francisco, Nagasaki, Munich, Milan and Berlin.

New South Wales Update

Sue Hones

ASAA Newsletter – February 2019
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Victoria Update

Laura Greene

Victoria held an amazing and large get together in Victoria, at the Port Phillip Special School.

Over 100 people, including 22 AS families came together to make new friendships, strengthen existing 

networks and celebrate and support each other. A big thank you to Fastrac Foodservice for sponsoring 

and catering the event. 

There was entertainment, food galore and even an attempt at a group photo.

It is wonderful to see how the community continues to grow.

ASAA Newsletter – February 2019

https://www.facebook.com/Fastrac-Foodservice-132527013457030/?ref=gs&__tn__=%2CdK-R-R&eid=ARCbpDyaWTjEb6AJo2byA5KXMoKlwA8UXkETlnFQ5ZlmUuZqm8ZcdXUiSBmqzDMDb7VfG-8qbl5ltUk1&fref=gs&dti=551516491564988&hc_location=group
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Western Australia Update

Leticia Grant 
Our WA tradition of AS parents joining for a gala dinner to mark IAD, continued for the 5th year, with 31 
parents attending, this time at Rambla on Swan Restaurant, riverside at South Perth.  
This is our way of celebrating and connecting our community and the dinner was funded by the WA 
association. This is what affinity looks like!

Also on Feb 10th we had a family picnic for IAD & the WA Minister for Disability Services Stephen Dawson & WA head of 
the National Disability Services, Julie Whelan attended to meet with some of our families of school and pre-school age 
children. Mr Dawson’s speech that he delivered to parliament to raise awareness of Angelman syndrome is included in 
this newsletter.
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International Angelman Day Speech to the WA 

parliament 

INTERNATIONAL ANGELMAN SYNDROME DAY
Statement
I would like to acknowledge International Angelman syndrome Day this week on Friday 15th February. 
Angelman syndrome is a rare disease which impacts almost 200 Western Australians and 2,000 Australians. 

The genetically-caused syndrome prevents speech, impairs mobility and impacts independence. Most people 
with the syndrome require ongoing support. 

I had the opportunity to meet some of the children with Angelman syndrome in our community last weekend 
at an event hosted by the WA Angelman Syndrome Association. 

People with Angelman syndrome have a warmth and affectionate character that is inspiring. I met Finn, the 
son of a friend of mine, Kane Blackman and his wife Sarah. Finn is a beautiful and cheeky four-year old boy 
who just adores construction machines. 

I also had the pleasure to meet the President of the WA Angelman Syndrome Association, Leticia Grant and 
her teenage daughter Allara. I thoroughly enjoyed the time spent with these wonderful people. 

After meeting these families, it is clear just how much these parents must go above and beyond to provide 
and care for their children. Parents and carers of people with disabilities have an enormous task and should be 
both commended and supported in the work that they do every single day. 

I have also learnt from these families that the syndrome is infrequently recognised or diagnosed. Many people 
receive incorrect diagnoses of other disabilities, which impact their ability to access supports. The Association 
is seeking to identify ‘missing Angels’ in the community and inform families about therapeutic approaches and 
supports. They have applied to the Government for assistance in this task. 

Whilst there is no known cure of the syndrome, research is underway internationally to treat it and increase 
peoples’ independence. I hope access to trials for Western Australians is something that can occur here in WA 
in the coming years.   

I want to acknowledge all people with Angelman syndrome, their families and their communities. 
I want to encourage all my Parliamentary colleagues to support International Angelman Syndrome Day on 
Friday 15th February. 

Thank you.

Stephen Dawson, WA Minister for Disability Services

Part of the ASAA mission is to advocate on behalf of people and
families living with Angelman syndrome. A huge thank you to Leticia
Grant and Kane Blackman for seriously raising the profile of IAD2019
in WA. If you’d like to learn how to engage with your local MP or
State Minister/s, please contact us for information.
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South Australia Update

Peta Perrie

The South Australian families celebrated International Angelman Syndrome Day with a BBQ picnic at the .
Rex Jones Reserve in North Plympton Lots of climbing, playing and family fun filled the day.

https://youtu.be/pfUnUVRYOgY

A big  thank you to Peta Perrie who coordinated the creation of the ‘I Can’ video that was shown at the conference.
This video proved to be excellent in showcasing the milestones, achievements, courage and perseverance of the AS 
individuals in our lives., and promoting IAD2019. If you haven’t seen it, check it out here.

https://youtu.be/pfUnUVRYOgY
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Have you registered yet?

Get a friend to sign up!
The Global Angelman Syndrome Registry is the first of its kind; putting power in the hands of those who care for 
someone with the syndrome. The Registry provides a tool for understanding developmental progress, medication 
and seizure management, but more importantly, it will provide an invaluable resource to advance the search for 
therapeutics. This is because the Registry provides the perfect mechanism to analyse, recruit and measure 
effectiveness of treatments.  

Parents and caregivers drive the collection of data by volunteering details that will form what we expect to be the 
largest collection of information on Angelman Syndrome to date. 

Did you know that at the FAST GALA in Chicago, large pharmaceutical companies 
hailed the Registry, a FAST Australia initiative, as one of the great achievements in 
Angelman syndrome research in recent years? 

FAST Update 

The team at FAST have been doing some work with the Department of Human Services (DHS) and the 
Australian Bureau of Statistics (ABS) that has highlighted a disturbing under diagnosis of Angelman 
syndrome in Australia. As a result our focus throughout 2019 will be to increase timely and accurate 
diagnoses of AS on our shores.

According to the statistics, approximately 2/3 of AS cases are undiagnosed (working on the incidence rate 
of 1:15,000). While we understand that there is a percentage of the older population who may not have 
had access to accurate diagnostic tools then they were younger, the statistics are across all age groups, 
even 0-5. As testing improves, our challenge is to find those who are already in the disability system but 
with the an incorrect or incomplete diagnosis.

With clinical trials at our doorstep for gene therapy in the next year and trials soon ready to recruit in 
Australia, the accurate diagnosis of Angelman syndrome is critical. Our numbers are scarce in regional 
centres, and populations in capital cities with major hospitals will be stretched to provide opportunities for 
recruitment.

We need your help! Spread the word at school, therapy centres and in newsletters – encouraging other 
people to talk to their medical team about the possibility of AS in their diagnosis . 
And then do your bit by entering your data into the Global Angelman Syndrome Registry – so that your 
voice can aide the efforts in AS research.

FAST have joined forces with the Fragile X Association, Prader-Willi Syndrome Australia, 
and the 15q Duplication Syndrome group to work with Professor Richard Norman from 
Curtin University on a three year project to conduct a Health Economics Study.
Please help determine costs for caring for your loved one with AS. 
Why do this work? When the government  decides where to invest money and what 
treatments to subsidise they want this information – it will justify why investing in 
Angelman syndrome therapeutics is value for money to Australia.

To participate, click on this survey link  
FAST Health Economics Survey - Angelman Syndrome

Fiona Lawton 
Want to know how to support FAST, for free?

What does living with AS actually cost?

ASAA Newsletter – February 2019

https://qtrial2019q1az1.qualtrics.com/jfe/form/SV_4UXpC9Wor9lLbh3?fbclid=IwAR0ACjOmCKmkdSMLX7Ekrq-rMgJC7Y5F05_EvSaMB83gUBjAdT71Yc6Ls0Y
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NAPA Therapy
Sarah and Kane Blackman

A few parents around Australia have asked us about the intensive therapy program known as NAPA in 
Sydney.  This article attempts to answer some of those questions and provide an insight to our experiences. 

What is NAPA?
NAPA (Neurological and Physical Abilitation) was founded in the USA in 2008 by special needs mum, Lynette 
LaScala, and offers a wide variety of therapies and techniques in a three-week intensive, or through an hourly 
therapy setting. NAPA’s stated mission is:

“to help each child with neurological and developmental needs reach their 
maximum potential every day”.

NAPA recognises that each of our children is unique with very specific needs. NAPA embraces these 
differences with an understanding that individualised programs work better. For this reason, no two 
intensives are alike. NAPA therapists work with you to incorporate their wide range of innovative therapies 
into a customised intensive program specific to your child’s needs and your family’s goals in a playful 
environment that enables the kids to reach their full developmental potential.

The main centre is located in Los Angeles and they recently opened another in Boston. Sydney is the only 
NAPA centre in Australia, however they are known to do pop-up intensives around the world, including in 
Australia (in Perth in 2017/8 for example).

We have attended NAPA twice. Each time, we attended for four hours each day over three weeks. Parents 
have some ability to request the timing of some therapy (morning, afternoon etc) and NAPA do their best to 
accommodate. They were able to allow us to split the four hours so as to preserve our son’s afternoon nap 
(still clinging onto that).

Children of any ability can attend NAPA and they cater for a wide variation of abilities, working across many 
different syndromes. Families travel from across Australia and many prefer to access the intensive therapy 
option, as they feel their child gains more than through the periodical therapy sessions every fortnight/month 
etc. 

The reasoning for delivering an intensive therapy approach is to deliver the skills, training and exercises in 
one go, so as not to disrupt and interrupt the rest of daily-life with therapy. They prefer to ‘get it over and 
done with’ in one go.  Of course, depending on your location and family structure, you may prefer the 
opposite and see an intensive multi week commitment in another state as very disruptive!

It looks costly – with a three-week intensive costing about $10,000, but that works out at about $166 an hour 
for therapy across the intensive. There are funding options that may include Private health funds, NDIS 
funding or by paying privately.   Of course this doesn’t include the costs for those who may need to travel to 
Sydney, flights, accommodation, meals, transport and the cost of time off work.

The types of programs they run are physiotherapy, occupational therapy, speech therapy, and less commonly 
accessed such as:
• Neurosuit
• Conductive education
• CME (Cuevas Medek Exercise) and 
• Spider cage therapy. 

ASAA Newsletter – February 2019
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NeuroSuit
The NeuroSuit uses technology originally from the Russian space program to fight the effects of weightlessness. 
The NeuroSuit helps hold a person’s body in correct alignment and adds additional weight-bearing through the 
use of bungee type bands that are attached on the suit. The NeuroSuit frames the body, providing support and 
resistance simultaneously. It improves and changes proprioception (pressure from the joints, ligaments, muscles), 
reduce a patient’s undesired reflexes, facilitates proper movement and provides additional weight-bearing 
distributed strategically throughout the body. This provides strong feedback to the brain, which helps create new 
improved patterns of movement such as when walking while the body is maintaining a more upright, correct 
posture.

CME
CME is a technique developed in 1972, a method of exercises that provokes the automatic postural responses 
from kids with motor delays, in spite of any neurological damage and level of awareness. CME therapy is 
composed of more than 3000 exercises. Each exercise represents a particular biomechanical challenge for the 
child. CME exercises are designed to promote an active response.

Spider Cage Therapy
With a variety of equipment in the SpiderCage, the person can experience dynamic balance activities such as 
transitioning from sitting to quadruped, quadruped to kneeling, and transition all the way to standing with the 
assistance of bungee cords attached to the patient from 4 angles. A total of 8 bungees are used to assist the 
person.

A typical day for us was one hour of CME, one hour of speech therapy, and two hours in the neurosuit (one hour 
of which was run by a physiotherapist and the other hour was run by an occupational therapist).

The biggest challenge for the parent wanting to maximise the outputs gained is to remain energetic enough to be 
an ongoing motivator for your child. As the sessions are repetitive to encourage motor learning, muscle build up 
and coordination, the child can wish to escape! The sessions can be tough, especially in the neuro suit as the child 
is working against tension delivered by bungee cords. More motivation is needed as the days go on. This is 
understandable - how would you feel at Day 15 doing repetitive exercises that were tough and designed to 
stretch your abilities?!

NAPA, continued

Everyone asks if it was worth it. We believe it is. 

The staff are very highly motivated and energetic. They are goal focused and there isn’t a second of the day which 
goes to waste. It’s inspiring see what the therapists can achieve with their energy and approach. Our son 
improved his gross motor abilities on both visits. We saw other children achieve things at the end of the three 
weeks they hadn’t done before. 

We will go back – probably for a two-week session rather than three as it is exhausting.
For more information, visit https://napacentre.com.au/
Sign up for the NAPA newsletter, read their resources and put in a call to chat with their friendly staff if you think 
this is something that might interest you.

Talk to your LAC about how you might include NAPA in your next NDIS plan.

https://napacentre.com.au/
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NDIS Guide for Angelman Syndrome
Kane Blackman and Laura Greene

The Angelman Syndrome Association Australia recently published a National Disability Insurance Guide for 

Angelman Syndrome. Members would have received an email about it and it was also made available to 

the general public via Facebook and our website.

The NDIS Guide for Angelman Syndrome provides:

• General information on the NDIS

• An overview of the process - from becoming a participant and the planning process, to receiving a 

Plan and the Review process

• Angelman Syndrome Participant Statement Examples

• Typical questions that are asked during a planning meeting

• Funded Plan Support Examples from our community

• Participant transport fact sheet

• Glossary (The meaning of important words used in the NDIS process)

A number of families contributed to the guide by answering an NDIS questionnaire and providing copies of 

their NDIS plans, which have been de-identified and used to help develop the Guide. A student from 

Murdoch University worked with me to write it, and Laura Greene and Kevin Kennedy provided additional 

content and review.

Thank you to everyone who assisted in the development of the document.

A number of families have already commented how useful it has been, which is great to hear. It is 

important to remember that each person is unique, and so will be their supports and needs. 

Therefore, no guide can accommodate every example, but we hope the information is useful for families.

The National Disability Insurance Guide for Angelman Syndrome can be found 

at http://www.angelmansyndrome.org/ndisguideforas

Are you self-managed in NDIS or planning on transitioning to being self-managed?

• Are you feeling daunted by the NDIS planning and/or review process?

• Are you struggling to see how your plan can work for you?

• Would you like to learn ways to make your NDIS dollar stretch while getting excellent 

services?

• Do you not know the first step to take to engage support workers and services?

• Are you worried about your book keeping and budget skills?

ASAA has brokered a deal with Life Coach, NDIS Planner, Special Needs Mum and Shark Tank 

winner, Rebecca Glover. 

Rebecca has a number of friends who have AS and knows the condition very well. 

She is keen to work with parents and carers to help optimise the NDIS journey.

If you feel that you might like this type of support, contact Rebecca 

to organise a face-to-face, telephone or Skype session. 

m: 0412 363 856 

e: youphoriacoaching@outlook.com

NDIS Support and Life Coaching
Fiona Lawton

https://nam03.safelinks.protection.outlook.com/?url=http%3A%2F%2Fwww.angelmansyndrome.org%2Fndisguideforas&data=02%7C01%7C%7C68d47634553c44b13d7e08d66e1c13ce%7C84df9e7fe9f640afb435aaaaaaaaaaaa%7C1%7C0%7C636817464567656322&sdata=CYvoMdJ9KNPtMdbh0HYudVT4y25kJqVui3QYRGcc%2Fbo%3D&reserved=0
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It’s on again! The Annual Angel Mum’s Weekend, and we are heading back to the Gold Coast, where it all began. 
After several years of organising this fabulous event, Michaela Townsend (NSW), has handed the mantle to Lyn Rocha 
(Qld).  ASAA sincerely thank both of these ladies for their contribution to our community.

Dates: 15-17 March, Broadbeach, Queensland
This year’s event will see approximately 25 mums descend on Broadbeach. Festivities and celebrations will include 
dinners, a lunchtime cruise on the water and time for luxurious breakfasts, sleep ins, massages, and sharing AS survival 
secrets.  For any last minute details, please message Lyn via Facebook.

Annual Angel Mums’ Weekend –

Gold Coast – March 2019 

Lyn Rocha

Annual Angel Dads and Dudes Weekend 

– Gold Coast – June 2019 

Paul Webster

Calling all Dads and Dudes who support people living with AS!  We are heading for a weekend away on the Gold Coast, 
including a home side AFL match on the same weekend. There will be alternative activities for those who are not yet 
devoted to this code of football. 

Dates: 7-9 June 2019, Broadbeach, Queensland
Staying at Broadbeach Savannah Resort will ensure we are handy to both the beach and Pacific Fair Shopping Centre.

Deposit of $100 per person need to be lodged to my bank account (please message me direct and I will give these details 
to you), by Friday 8th March so that rooms are secured for us

ASAA Newsletter – February 2019
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Melissa Jones, with introduction from Kane Blackman

I had the pleasure of attending my first FAST Conference and Gala in Chicago in December 2018. 
I wanted to share a story with you of someone I met. Melissa Jones is the smiling woman with blonde 
hair on the far left of this photo. She is the mother of six children, four of whom have Angelman 
syndrome. 

They live in Ohio, USA. I was blown away by her positive energy and outlook on life. Melissa was kind 
enough to write a short piece for our newsletter to give a flavour of what life is like for her, and how 
each of her children are so different. 

Thank you Melissa and I hope you enjoy the read. 

Four Children with Angelman Syndrome

Melissa Jones – Angel Mum

My life is blessed. I have six children and my last four have Angelman syndrome. There are two boy 
angels and two girl angels. Andrew is 20, Christina 19, Ryan 17 and Ashley is 16.  They were born happy 
and it can be contagious! However, if I have too much fun with them, then they do not wind down or 
calm down. 

We have a rigid routine in our lives. This way it eliminates stress. Since they can’t talk - they know how 
their day goes. We wake, get dressed, take our medicine and have breakfast.  Then it’s time for school, 
or free time if it’s a weekend. 

We start making dinner around 4pm. After eating dinner, everyone takes a turn going to the bathroom, 
and then gets dressed for bed. When all four have gotten dressed they get their nightly medicine and I 
brush their teeth. We walk to the girls’ bedroom and gather to say our nightly prayers. Then they are all 
tucked in. The angels have speakers in their rooms that play soothing classical music all night. I spray 
their pillows with lavender and chamomile to aid their sleep and they also take 10mg of melatonin. 

ASAA Newsletter – February 2019
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Four Children with Angelman Syndrome, 

continued

We do not use time - only routine.  

Since I had an opportunity to have typical kids first, also a girl and boy, I do my best not to ‘enable’ my 
angels. I have the highest expectations for them. If I see them start to drool - I will tell them swallow or 
wipe it. If they are getting hyperactive and start hitting- I will have them sit on their hands. Also giving 
them a warning that they will get a consequence, by counting to 3. On 3 I will remove something they 
like, or put them in a time out. 

Angelman syndrome is just a diagnosis of symptoms to expect. But all four of my “angels’” are 
completely different. They are different like all kids are different. Each of them has their own strengths 
and challenges.  They each have unique qualities that make life enjoyable! No two days are the same.

I will briefly give you a description of each of these special kids.

First is my son Andrew, ‘Drew’ (20), luckily for me he no longer has seizures. But I give him 2 teaspoons 
a day to keep the seizures away. He is taller than me but completely respects me. He loves assisting me 
taking care of his youngest sister Ashley. He babies her, getting her anything she needs. 

Drew is very self-sufficient. He can make his own breakfast and he goes to the bathroom independently. 
He still needs me to bathe him but he gets dressed independently too. He can occupy his time 
independently too. However, he has a couple quirks - he needs a Ty beanie baby bear in his pant pocket 
at all times! And he does not like anything to talk to him ~ like puppets. Andrew doesn’t really talk at all. 
Just makes grunts or screams
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Christina (19) is everyone’s favourite when meeting her. She’s very very
friendly and happy. She loves to socialise. She babbles and says single 
words the most. Unfortunately, she still suffers from seizures time to 
time. She’s moody about once a month; we all know why. Christina is 
probably the laziest angel I have. 

She knows how to do things but will take a very long time to complete the 
task in the hope that  you will finish it. She lets you know that just because 
angels don’t talk, that they are not stupid and they are listening to 
conversations. She does this by saying a word or do something related to 
a conversation that you may be having with someone else. 

Ryan (17) is complicated. He still has seizures but unlike the others, he is 
strong. He tries extremely hard not to fall and he is successful most times. 
He’s also a little taller than me. Ryan doesn’t have a long attention span, 
as he quickly goes from activity to activity. I can’t seem to communicate 
with him easily because of it. Ryan also just makes noises and doesn’t 
babble, however he can call me. He says “Ma!”. 

He used to have more behavioural problems when he was younger, but as 
he has gotten older he has calmed down a lot, without use of medication. 
Of all the kids, Ryan took the longest to toilet train, but he can let me 
know he has to use the bathroom. 
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Four Children with Angelman Syndrome, 

continued

Finally, we have my youngest is Ashley (16) - she is my baby! She is a mini me, and loves everything that 
mom likes. Ashley wants to always be with me and go everywhere with just me. She’s the only one that 
loves to snuggle and hug, and she spend enormous amounts of time with me. Unfortunately, Ashley is 
riddled with seizures. She has also been diagnosed with another condition-CKDL5 and everyday she has 
seizures. We balance quality of life with seizure medicine control. Ashley babbles sometimes but not as 
much as Christina. Since she’s the baby of the family, she is enabled the most. She loves spending time 
browsing on YouTube. 

All in all, I believe I became a better person with these angels. I’m never alone. I’m always loved. 
Especially now that my two older kids moved on and live elsewhere. My angels keep the spirit of young 
children alive. They love all the holidays so so much! I feel like I’m in a bubble and staying young with 
them. 

I envy that they were born with a constant happy demeanor! How awesome to be happy most the time!  
We typical people are seeking it. I honestly love being their mom. Of course there are bad times - mostly 
the seizures are to blame - but I feel good outweighs the bad. 
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CDKL5 is a rare X-linked genetic disorder that results in early onset, difficult to control seizures, and severe neurodevelopmental 
impairment. Most children affected by CDKL5 suffer from seizures that begin in the first few months of life. Most cannot walk, talk or feed 
themselves, and many are confined wheelchairs, dependent on others for everything. Many also suffer with scoliosis, visual impairment, 
sensory issues and various gastrointestinal difficulties.
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Positive Behaviour Support
Jaquie Mills

When Eli, my now 28 year old son with Angelman syndrome, was younger I didn’t know there was a 
name for his relentless, exhausting, complex behaviours. They were a factor in the breakdown of my 
relationship with his father and a number of times almost broke me too. I remember being asked to 
chair a committee when he was 20 about ‘challenging behaviours’ and finally there was a name for it. 

I felt for the first time some relief that this was something other people experienced too. I had met a 
few other people with Angelman syndrome but none of them seemed have the level of behaviour as Eli 
did, although I realise now how good we can all become at hiding what’s going on for us at home.

Like many families we did try all kinds of things, including time out and other consequences, rewards, 
and ABC charts. None of it really seemed to work and often Eli’s behaviours would be written off as 
being ‘just part of Angelman syndrome’, especially things like nail picking, hair pulling, making a mess of 
rooms, and food compulsion. This of course lead to a sense of hopelessness as for a time the behaviours
had no meaning and were just part of the many challenges of having this diagnosis.

Luckily for us the committee I was asked to chair was basing its work on the fundamentals of Positive 
Behaviour Support (PBS). PBS is a way of thinking about behaviour which acknowledges that we can all 
have ‘challenging behaviours’. Many of us are able to hide some of the things we do to cope with stress 
when something isn’t quite right in our lives. We are all human, regardless of disability, with some basic 
needs which if not met can result in suffering and stress, which can in turn be expressed through 
behaviour.  It felt hopeful to me that there could be some kind of rational explanation for the manic and 
destructive ways in which my otherwise very loveable son seemed to engage with the world at times. If 
there were reasons for his behaviour, then maybe there was something we could do to help.

I began to understand some of the common needs which if not met can result in anxiety. Undiagnosed 
illness and pain was something I hadn’t considered before. We went through a horrible year where his 
food compulsion was off the scale, ripping the door off the always locked fridge, or searching for crumbs 
on the floor to desperately shove in his mouth. It had always been hard to get adequate dental care, but 
after some searching we finally found a dentist with experience with people who cannot speak and who 
have challenging behaviours, and discovered he had impacted wisdom teeth. After a bumpy recovery 
we have never again seen that level of behaviour, and in fact his housemates pointed out to me recently 
they haven’t had to lock the fridge in over a year.

Eli’s food compulsion is still there and will re-emerge when something is wrong, but we are so much 
faster at working it out now. We are much better at recognising his behaviour patterns which indicate 
pain or ill health, and we have found ways to explore with him what could be wrong.

Learning to think differently about Eli’s behaviour meant understanding that he wasn’t deliberately 
trying to hurt or upset us. His behaviours were the end point of growing anxiety, fear, pain or 
discomfort. It got me thinking about how hard life is for him and helped us to empathise with him. 
Really, everything is so much harder when a person has Angelman syndrome. 

I know it seems obvious, but living with the challenges meant that I often focused on how they affected 
me, without really keeping my focus on how he was struggling too. With new eyes we started to really 
think about how frustrating and at times scary life might be for Eli, especially when he wasn’t able to tell 
us what was wrong.

ASAA Newsletter – February 2019
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Positive Behaviour Support, continued

Two other important needs I came to understand were the need for interaction, and the need for 
predictability. We are becoming more aware that communication is possible for people with Angelman 
syndrome, which is exciting, but I needed to understand that the most important purpose of 
communication is to interact with each other - to spend time together, to feel connected, to feel loved. 
My son had high needs for attention and interaction to feel safe, and I eventually realised that we were 
better off meeting those needs than avoiding them. 

For Eli, pulling hair and throwing things in particular are behaviours that express a need to feel 
connected. It certainly requires some organisation, but making regular, predictable times to spend 
together has made all the difference, and over time he has become much less demanding of attention. 
We know now that if Eli’s needs for attention unexpectedly increase, there could be something wrong, 
and things go better if we accept that and give him the comfort he needs.

Predictability was something I also struggled to understand, but now I see just how important it is for 
people with disability to be able to understand what is happening in their day and in the week ahead. 
Eli used to refuse to move at times, to sit down in public places and be unwilling to budge, and would 
refuse to get out of cars, to the point of staying in them for hours at a time. All of these behaviours
improved once we realised that he needed visual supports to understand what was happening and what 
was expected of him. For Eli, and for many people with disability, the day can feel like a series of 
random events out of their control, and this can cause great anxiety. 

Once I learned to stop saying ‘it is time to get out of the car’ and instead used a visual schedule with 
what was happening next (e.g. dinner, go for a swim, listen to music), and gave him time to process, he 
became more and more willing to get moving. Now when we arrive places Eli always jumps out of the 
car right away, confident that he knows what to expect.

Another need we have recognised which has improved behaviours is having interesting things to do. I 
think we can easily under-estimate our kids’ intelligence, and I have noticed that in our family we can 
choose things for Eli to do which are too easy, or not interesting enough. When we have found the right 
level of activity, Eli is much more settled, and of course over time we have needed to find ways to keep 
increasing the challenge for him. 

Technology and iPads have made this easier - if we remember to search for more complex things on 
YouTube related to his interests, or to find some factual ebooks about things he likes, or to try some 
more complex music apps. Today he used his PODD to tell me that he wants to know how trains are 
made - that might be tricky but we will have a go at finding some videos to explain it!

Boredom is considered one of the highest forms of stress, and whilst it can be hard, finding more 
interesting and stimulating things to engage in can make all the difference. We’ve found that sometimes 
good teachers or therapists can help us find activities to do at home which are more engaging.

We have also found that increasing choice and control is important to reduce challenging behaviours, as 
is addressing sexual needs as these arise. 

Sensory needs are also a factor for many people and well worth exploring if you can find an 
occupational or other therapist with understanding and experience. When we took video of Eli having 
his hair cut at the hairdresser to try to work out what was so difficult for him (he could not sit still for 
long enough to have a hair cut), we noticed that he was moving his head every time there was a new 
sound. 

ASAA Newsletter – February 2019
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Positive Behaviour Support, continued

Understanding that he has sensitive hearing has helped us to create environments where he can focus 
better.  For example, sometimes he has worn ear muffs or listened to music to lessen the intensity of 
sounds. He finds it easier to sleep with soft music playing in the background, we suspect for the same 
reason. We have also realised that he understands language much better if there isn’t too much 
background noise, and we use a low and quiet tone of voice.

It has taken time and work to get to where we are now - maybe 8 years or more of unravelling things, with 
each new discovery taking us to a better place. We’ve never really had to modify his behaviour - mostly, 
once we have been able to meet his needs, the behaviour reduces over time by itself. We can take Eli to 
the movies, he can sit through and engage in adult classes on subjects he is interested in, he can give short 
talks at conferences, and he can live in a house without locked food cupboards and fridges. 

He rarely pulls hair (now only in an emergency) and occasionally throws and breaks glass things if we have 
missed his request for attention (he has a Key Chain Talker (http://www.spectronics.com.au/product/key-
chain-talker) to do this but sometimes it doesn’t work). He is generally good to be around, and we can relax 
with him and enjoy his company. It wasn’t so long ago I didn’t think we would get there.

It can be hard to find good behaviour support and its important to find out the approach of potential 
behaviour clinicians who might work with us. We’ve come to value clinicians who see us families as experts 
in knowing the person, and who work in partnership us to find some ways forward. Its important that they 
are willing to explore the possibility of pain or wellbeing issues, and to help us to problem solve getting 
proper diagnostic support. 

A good clinician will generally take the time to explore the needs the person has and how to meet those 
needs, rather than moving too quickly to a behaviour support plan. For individuals with Angelman, its 
probably wise to be cautious of approaches which rely on rewards and consequences. 

Good clinicians will be helping you to find ways to give the person more control, rather than focusing on 
controlling the person. It can be worth looking ‘out of the box’ to find your support - for example, many 
families seek help from psychologists, but there are often speech or occupational therapists, or teachers, 
who have a good understanding of this area.

For more information on Positive Behaviour Support go to:

Positive Behaviour Support for Disability Support Organisations

FAST - Communication Intervention for Behavioural Change
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http://www.spectronics.com.au/product/key-chain-talker
http://www.disability.wa.gov.au/Global/Publications/For%20disability%20service%20providers/Guidelines%20and%20policies/Behaviour%20Support/Positive%20Behaviour%20Support%20Information%20Sheet%20for%20Disability%20Sector%20Organisations.pdf
FAST - Communication Intervention for Behaviour Change


26

Angelman Syndrome and Alternative Health 

– Our Journey
Diana Backhouse 
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Ed and I have 3 children - Josh, Tim and Lilli. Tim is 7 years old and was diagnosed 
with Angelman syndrome (Del+) at 18 months old.  We use alternative health 
methods with Tim and with everything we’ve done so far, Tim is currently doing 
amazingly well. He’s very healthy, he keeps improving in all areas (gross motor, 
fine motor, cognition), and his poo is awesome!  

This is our story and I hope it might encourage some of you to consider using 
alternative health with your family too. 

Tim’s story
When Tim was born, he was very healthy and did everything a newborn baby should. The 
only thing that stood out was that he had white blond hair and blue eyes. But two weeks 
in, he developed an infection in his bowel (suspected necrotising enterocolitis) and he 
went into sepsis. There was a point where he had to be given CPR during a procedure 
where his blood pressure dropped to fatal levels. He was very sick. He was put on strong 
antibiotics and was in the hospital for 2 weeks. 
About 4 months later he developed terrible eczema all over his body.  We were told to 
use steroids, wet wrapping, lots of Dermeze ointment - the usual eczema protocol. He 
was also categorised as ‘failure to thrive’ as he fell off the weight charts. An ED doctor 
recommended that I stop having dairy and egg, two of the top eight known allergens. It 
worked a treat. 

Here is a before and after pictures,  one(1) month apart. 
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When Tim was 8 months old, we did an allergy test because his eczema was still bad on his limbs and joints 
and we found he was allergic to wheat, egg, dairy, grass, some nuts, dust mites and soy. Since Tim started 
solids, he’s been wheat, dairy and egg free. 

Tim’s eczema drove me crazy and as he grew older, it drove him crazy too. I would always say that he would 
have been a much easier child with only AS and not eczema too. It’s caused us a lot of stress. Even though we 
stopped all his supposed allergens, he still had eczema. It would keep him awake all night scratching. It was a 
vicious cycle because he would get lots of skin infections from the scratching. His skin was never healing 
because he would just re-open wounds all the time. We put him in sleeves with mittens on them and at night 
he would wear a special sleeping bag that had enclosed sleeves on them too, to try to prevent him from 
scratching. We were prescribed a strong steroid cream that we were only allowed to use for 3 days at a time.
I started researching eczema like crazy, I tried every single ‘miracle’ cream out there. We spent lots of money 
on it! 

Going chemical free 
When Tim was about 3 years old, I was introduced to chemical free cleaning using microfibre. I won’t go into 
brand names but it completely changed the way I looked at the harmful chemicals and toxins in our 
environment.  Our skin is our biggest organ and if we are constantly touching and being surrounded by 
chemicals, it gets absorbed into our body. 

Since Tim was also allergic to environmental allergens, I thought it wouldn’t hurt to remove chemicals from 
our environment. In fact, it would probably help him and be one less thing to flare his skin up. 
Going chemical free was a gradual process that began 4 years ago. It started with my cleaning products, then 
stopping the steroid cream I used on Tim, then it was our toiletries, and lastly our food. 
We try to eat organic as much as possible to avoid pesticides, hormones and antibiotics in our meat, fruit and 
vegetables. To make this affordable, we are part of a co-op where organic fruit and veg is purchased in bulk 
and we share it out. I also buy meat direct from a farm in bulk too. 

Angelman Syndrome and Alternative Health 

– Our Journey, continued

Gut health 
Amongst all this, I also started reading about how a 
poor functioning gut leads to allergies, eczema and 
other illnesses, and can even lead to mental health 
problems like depression and anxiety. I started 
realising that I needed to address the cause of the 
eczema, not just the symptoms. 

We weren’t ever informed about gut health previously. 
I had no idea that after a huge round of antibiotics, we 
should start Tim on probiotics. He’s had loose bowel 
movements for as long as I can remember, and it was 
just something we thought was normal. 

This starts me on my long journey with gut health and I 
discover that if we improve his gut health, we could 
improve his eczema but we might also improve his 
cognition and behaviour which I thought could be a 
huge bonus. 

ASAA Newsletter – February 2019
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The topic that’s trending now is the gut-brain connection and the fact that we have a second brain, the one 
in our gut. It is our ‘enteric nervous system’ and it is made up of 100 million neurons.  It has been proven 
that our brain is directly connected to our gut through the vagus nerve, and that they can communicate to 
each other through synaptic connections. 

But the other thing that researchers have found is that there is a relationship between our gut health (or 
microbiome) and our brain health. As I mentioned earlier, studies have shown that a poorly functioning gut 
can contribute to mental health issues, allergies, eczema and some recent studies has shown that kids with 
autism commonly have gastrointestinal issues, and when these are fixed, it can improve social and 
behavioural symptoms. 

It makes sense that our diet can play a key role in optimum brain health. Most of our kids struggle with 
epilepsy and I read an article that said epilepsy can be the cause and consequence of inflammation in the 
brain. But even though something like epilepsy can cause inflammation in our brain, certain foods can cause 
inflammation in our body. Foods like refined carbohydrates, refined sugars, processed foods, and even 
foods like gluten and dairy can cause inflammation if the individual has a sensitivity to it. 
In the book ‘The Dirt Cure’, the author who is a paediatric neurologist, says that dairy consumption can 
contribute to seizure activity for those with epilepsy, and removal of dairy can lead to a lessening of seizure 
activity. 

Diet 
Three years ago, an AS Mum created an anti-inflammatory diet of different foods that help fight
inflammation in the body, while also removing foods that are inflammatory to the body. 
Tim was already gluten, dairy and egg free so the main thing we changed was nightshades[1] and removing 
rice, which he was eating every day. When we removed these things, we found he had such a huge leap in 
cognition that it couldn’t have been a coincidence. Tim is continued to improve cognitively, as are his fine 
motor and gross motor skills too.  Many AS families have started with removing dairy first out of their child’s 
diet and they found just this one thing gave big results.

There was a poll done on the families who have implemented this diet and they have found an 
improvement in their child’s gastrointestinal issues such as constipation, cognition, sleep, attention span, 
less tremors, decreased seizure activity and so on. No-one saw NO improvement. 
It does sound very overwhelming to completely change your child’s diet, but it can be done slowly and if you 
just focus on what they can eat, rather than what they can’t, it’s not too hard. 

An example of a typical meal that Tim eats is a meat and vegetable stir fry and we usually cook this in bulk. I 
change up the protein and the herbs and spices. So, if I use chicken, I will add ginger, sesame oil and coconut 
aminos as the flavouring. Another day I might use lamb, and I might season it with some herbs like basil and 
oregano. 

Angelman Syndrome and Alternative Health 

– Our Journey, continued

For snacks, I make a simple banana bread (gluten free oats, 
coconut, baking powder, bananas, coconut oil). Tim has fruit 
and veggie sticks, nuts, coconut yoghurt, homemade muesli 
bars, seed crackers, etc. For drinks we have coconut milk-based 
smoothies, and water. 

We also added a supplement – ‘curcumin’ - which is a natural 
anti-inflammatory, and inulin which is a prebiotic to help with 
gut healing. Tim is still on seizure meds to help with seizure 
control. We haven’t found that the diet has completely 
controlled seizures, but he is on a lower dose of the medication 
that is normally prescribed for his age and weight.  
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Essential oils 
Essential oils are pure natural extracts from plants. It gives the plant or flower their aromatic smell but 
it’s also like the white blood cells of a plant. The essential oils are what protects them from outside 
threats. So if the leaf of the plant broke, the plant would be susceptible to bacteria and viruses and the 
essential oil in the plant is what helps to keep those at bay and heal the plant. They work the same way 
when we use it on our bodies. 
They do not cure or heal but they help support the body to do what it does best. In our family, we use 
it topically and we also diffuse it. For Tim, I use it to help him with sleep, I make an eczema blend for 
his eczema flare ups, for focus at school, to support his central nervous system, whenever he’s sick like 
a cold/flu and so on.  I make my own anti bacterial hand soap, my own insect repellent, I use it for 
headaches, for emotions, for sore muscles after a run. If there’s anything that I can think of where I 
would turn to modern medicine, I check if there’s a replacement with essential oils first.

Recommendation of books
The gut is a huge topic and I believe it is one that should be investigated further especially for our kids. 
Here’s a list of books I highly recommend (for whenever you have spare time!):

Gut :  Giulia Enders
The Clever guts diet : Michael Mosely
The Dirt Diet : Maya Shetreat-Klein
Gut and Psychological Syndrome : Natasha Campbell-McBride
Low Tox Life : Alexx Stuart

If you are interested in the Anti-inflammatory diet created specifically for our kids, the facebook page 
is called ‘The Kiano Effect – Anti-inflammatory way of life’.

There are over 1000 members in this group who all have children with Angelman syndrome 
participating in the diet and there are lots of ideas on there. 

Angelman Syndrome and Alternative Health 

– Our Journey, continued
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Dr Tracy Dudding-Byth, a Clinical Geneticist from NSW Genetics of Learning Disability Service, is seeking 

parents to interview as part of the NSW Health Medical Devices Commercialisation training program. 

Interviews are 20-30 minutes and are conducted over the phone or via video link if you prefer.

During the interview (20min), she will explore your diagnostic journey and challenges faced by parents 

accessing information and services following diagnosis. 

As part of this program, Tracy is exploring the use of advanced facial recognition software and technology to 

help improve genetic diagnosis of rare genetic conditions. This type of technology can help paediatricians 

with early indicators to guide conversations with families regarding the possibility of a genetic condition, and 

can help guide the targeted testing for conditions such as Angelman syndrome. 

Many families who live in rural and regional areas, and who are misdiagnosed or seeking a diagnosis, can  

wait up to 12 months to see a geneticist, and have to travel at significant cost to get specialist genetic support 

and counselling. Using this type of technology and digital solutions can help early and accurate diagnosis.

This may help us find the missing angels!

If you are available to speak with Tracy, please email her on tracy.dudding@hnehealth.nsw.gov.au.

Current Research and Advocacy

Federal Election 2019 – Time to Act is now!

With the Australian Federal Election looming on the horizon, it is an important time to raise our collective voice to 

advocate for our loved ones with Angelman syndrome.

Did you realise that whoever is elected into government for the next 3-4 year term will influence policy, research, 

and allocation of funds to support rare diseases such as Angelman syndrome?

They will also influence the affordability of therapeutics and interventions that may become available for our loved 

ones.  Therefore, regardless of political  they need to know about Angelman syndrome now.

What can you do?

1. Raise awareness – write to your local MP and Senator, and those campaigning in your seat, and tell them about 

your journey with AS. 

2. Make it personal – invite them to meet your AS family member or a group of AS families

3. Challenge them – Ask them about their position on support for rare diseases, disability support, NDIS, and 

affordable medicine, therapeutics and clinical trials

4. Your voice counts - Let them know that your vote will be guided by what they say and do!

For example letters and conversation key points, contact Fiona Lawton Fiona.Lawton@angelmansyndrome.org

Fiona Lawton

mailto:tracy.dudding@hnehealth.nsw.gov.au
mailto:Fiona.Lawton@angelmansyndrome.org
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Useful Resources

35% discount to ASAA members!
Angelman Syndrome, Bernard Dan
This book has a RRP of $167.95 
– Price to our members is $109.20 + P&H

Ethics in Child Health: Principles and Cases in Neurodisability
Professor Dan is a co-author of this book.   
This book has a RRP is $89.95   
- Price to our members is $58.50 +P&H

Angelman Academy provides carefully curated resources, community connections and expert taught courses 
for parents, caregivers and professionals who love, care for and work with individuals with 
Angelman syndrome.
Our mission is to revolutionize the educational experience for individuals with Angelman Syndrome to help 
them reach their full potential.

Angelman Academy is brought to you by a group of volunteer parents of children with Angelman Syndrome 
and is a project of Quincy’s Quest Foundation

Courses include:
• Introduction to Augmentative and Alternative Communication (AAC) 

https://issuu.com/sourcekids/docs/source_kids_autumn_2019
• Angelman Syndrome, Apraxia, Anxiety and AAC
• Getting Started with AAC

Explore how these resources may be able to build family and support worker capacity to help your person with 
Angelman syndrome.

https://angelmanacademy.org/courses

Angelman Academy

Source Kids -

Click Here

Cerebra Toilet Training 

Guide - Click Here

Cerebra Sleep Guide 

- Click Here

http://www.quincysquest.org/
https://angelmanacademy.org/courses
https://issuu.com/sourcekids/docs/source_kids_autumn_2019
https://www.cerebra.org.uk/help-and-information/guides-for-parents/toilet-training/?fbclid=IwAR2jz8X_-Sb5Eyypn_76WDATeoiCTlmIpbh1x9lUnfNbqSqVJSg0RnfETaY
https://www.cerebra.org.uk/information-and-advice/my-child-just-wont-go-to-sleep/?fbclid=IwAR3bgQ8-5re9tWEwIMbAoJJ2xWCO16yP6iwdK9NewbBTIbmMsG35lmI6VOc

